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Some ELSI common to Biobanks generally:

A (Informed) Consent

A Withdrawal of consent

A Privacy, confidentiality and security

A Public release of research data

A Reporting back results to participants

A Governance Issues
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Focus today will be on ELSI specific to
Longitudinal Aging Studies:

A Diminishing Capacity
A Substitute DecisioFMaking
A Deceased Persons
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Hgure 1.4

The growth in numbers of people with dementia in high
income countries (HIC) and low and middle income
countries {LAMIC)
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Figure 2.8

The global societal cost of dementia in 2005,
attributable to direct and indirect costs, in high income
countries {HIG) and low and middle income countries

(LAMIC), as estimated by Wimo et al 2
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Figure 2.3
Gorrelation of research effort (publications in last 10 years) with contribution to mortality (years of life lost) and
disability (years lived with disability), for six major chronic diseases
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Longitudinal® Canadienne sur le
Study on Aging Vieillissement

| Canadian Longitudinal Study olging
As a Case Study for examining
Relevant ELSI




Starting assumptions:

Only competent adults will be enrolled at
baseline;

There will be opportunity up front to discuss
AVRAODGARIzZI £ 4aQ LINBTFSNBY
lose capacity,;

At regular intervals, individuals will be re

contacted and their capacity will be re
assessed by trained individuals.
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TESTING THE THEORY THAT PLOPLE
AREONLY Mo OLD A THEY VEEL
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: The Canadian Context
s w Federal state of 10 provinces and 3 territories

-

Wé w Specific Health Consent Laws and Data Protecti

| laws In each jurisdiction, with different oversight
W bodies
“?E w Both common law and civil law systems

‘r w Canadian Charter of Human Rights & Freedoms

\ w Tri-Council Policy Statement on Ethical Conduct
o= (0r Research Involving Humans"{araft)

-~

e | «w Over 500 Research Ethics Boards across countr
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